In February 1987 a major international conference on the theme 'Improving the quality oflife for people with severe, profound and multiple handicaps' was held over two days at the Royal Society of Medicine and the Royal Society of Arts. The conference was organized by the Ravenswood Foundation in collaboration with the Forum on Mental Retardation, the International Science Policy Foundation and Bulmershe College of Higher Education, and the detailed planning and success of the conference owed much to the enthusiasm of Professor Stanley Segal.
Dr J Hogg (UK) defined profound retardation in terms ofthe severity ofthe learning difficulty OQ< 20) and emphasized that 76% of people with this degree of disability have additional physical handicaps of vision, hearing, epilepsy, etc., which are frequently multiple. Dr R MacCarthy (Eire)discussed strategies for assessing and improving the quality of life of people with a handicap, emphasizing the need to consider the individual in the context of his or her caring network comprising structures in the family, services and community. The ultimate goals of happiness, contentment, fulfilment, and maximum independence for the handicapped person are difficult to quantify scientifically, but need to be constantly borne in mind in planning care. Services in southern Ireland are now internationally recognizedas a model of care. They are community-based and a marked difference from other services has been an emphasis on physical development and recreation as a means to personal fulfilment and community involvement.
Mrs J Fryd (UK) and Mr S David (UK) reviewed the parental contribution arising from the work of Royal MENCAP and Ravenswood Foundation and their early development, while Mr J Sorsby (UK) provided an account of the changing face of provision. This led to a lively discussion of the value of grouping individuals to ensure that their special needs are met, and the need to distinguish severity of mental impairment, disability and handicap from severity of mental retardation. Professor C Kiernan (UK) described the contribution of language and communication impairments to the causation ofbehaviour disorders in people with a mental handicap.
Dr J Hogg (UK) reported on the interim findings from the Profound Retardation and Multiple Handicap (PRMH)project being carried out at the Hester Adrian Research Centre, University of Manchester. Previous research suggests a prevalence of 1/1 000 children of school age, although this declines with age due to a higher differential mortality among those with profound mental handicap.
A national postal survey of the needs of parents and caregivers of a sample of 10% of 1555 children and adults with PRMH demonstrated that, of those who report behaviour problems, the majority report more than one such behaviour. The most frequent relate to repetitive or stereotyped behaviour and making disruptive sounds or noises. After communication, behaviour problems are the second choice for help requested by parents of adults (56%) and the fifth choiceof children's parents (49%). Professor B Sacks (UK) reviewed the strengths and weaknesses of behaviour modification approaches. He emphasized the importance of such techniques in teaching selfhelp skills, socially acceptable and independence behaviours. It is important to develop a repertoire of such skills in reducing aggressive, disruptive, incontinent, importunate or absconding behaviour. The value of task and measurement-based techniques in contributing to a systematic plan for management was described. Difficulties which may arise during treatment, particularly practical and ethical constraints were reviewed.
Mr J Stokes (UK) reported his findings from the workshop at the Tavistock Clinic, London, which was initiated by Dr Neville Symington. To date approximately 15 individuals have been seen. It was useful to distinguish between 'cognitive knowledge' and 'emotional knowledge', as someone could be quite emotionally able and at the same time cognitively impaired. He noted that great areas ofpersonality are not used to the full and are held back by various impairments. A handicapped person may move in and out of a handicapped mode of personality functioning, depending on personal self-concept and perception of the response of the outside world. Such mental mechanisms are seen in non-handicapped people, but those with mental and physical handicaps are more vulnerable. Mr Stokes described the concept of 'opportunist handicap', a term suggested by Valerie Sinason in 1986 to describe envious feelings of the mentally handicapped person of others and the guilt felt by those who are more able. Mental handicap can be used as a defence against trauma. The regression to a severely handicapped state can result from traumatic experiences including rejection in early childhood. Long-term psychotherapy has produced significant improvements in such individuals.
Dr D Goode and Dr J Powers (USA) spoke about the issues and trends in the United States in services for people with behaviour disorders and mental retardation. Current philosophy of mental handicap servic~s in the United States involves deinstitutionalization, demedicalization and community care. Local level planning should involve communication, coordination, cooperation and training. Widening of the gap between the national policy, and the implementation at local level has been noted. It is essential to develop policy from bottom up and promote 'reactive planning' rather than 'proactive planning'. Over 40 University Affiliated Facilities (UAF) have been developed over the past 25 years. The UAF teams help to produce a 'county planning task force' at local level which comprises parents 05-20% of all members), psychiatric staff, legal professionals, clergy, etc. The aim is to develop a comprehensive, coordinated, cost-effective intervention, improving the quality of community-based services for people with severe mental handicap.
Mr C Oliver (UK) reviewed recent biological and psychological research into severe self-injurious behaviour in people with mental handicap. He suggested ways in which various aetiological theories may be related and presented the results of research into epidemiology, functional analysis and behavioural psychotherapy. It was suggested that a multimodal treatment intervention, involving both medical and psychological treatments, may be indicated when managing severe repetitive self-injury.
Mr T Clarke MP (UK) explained the background to the Disabled Persons Act and progress since enactment on 8 July 1986. He laid emphasis on the provision for assessment at school-leaving, on people leaving hospital, on the rights of the carers and advocacy for individuals. Concern was expressed over delay in implementation of the provisions of the Act and the availability of resources for this. Mr Clarke concluded by highlighting the potential of the legislation as a framework for future legislation.
Dr J Elder (USA)discussed her role as Commissioner on Developmental Disabilities to the US Government and as future Assistant Secretary for Human Development Services. She stressed that there is no national disability policy in the United States apart from that enshrined in the Constitution, which stresses equality, individual rights, independence productivity and integration in the community. Illustrations were given of the use of existing legislation concerning disability, social security and education to benefit those in need of human development services. She concluded that inappropriate resource allocation was still impeding progress. It was agreed that on both sides of the Atlantic, priming for new programmes advocated by community disability programmes, and better utilization of existing Journal of the Royal Society of Medicine Volume 81 January 1988 55 resources were required, bearing in mind the constraints imposed by competition for limited governmental financial growth. What is required is joint planning with real meaning to avoid disabled persons falling through gaps in the network of services.
It transpired that many issues discussed at this conference demonstrated common ground among the nations represented and provided a high point in an outstanding international meeting.
At the conference the 1987 Ravenswood Awards were presented to Mr Tom Clark MP (UK), Dr Jean Elder (USA), Dr Avi Ramot (Israel) and Mr Chris Oliver (UK).The presentation was made by Mr Patrick Daunt, Head of the Bureau for Action in Favour of Disabled People of the Commission of the European Communities.
The meeting ended with a special lecture given by Professor Reuven Feurstein (Israel), He pointed out that the field of mental retardation is replete with stereotypes, many negative and a few positive. He quoted the example of Down's syndrome, the stereotype of which can be depressing for the individual and restricts the attitudes of society. People with developmental disabilities should be regarded as retarded performers, the performance being the deficit, rather than as retarded people. Human beings represent an open system, open to structural change and to a change in pattern of life, and hence it is necesary to have a belief that modifiability is an option for disability.
John Corbett Stanley Segal Shridhar Mahadeshwar
Note: A fuller report of the proceedings of this conference is to be published by the Bulmershe College of Higher Education, Earley, nr Reading.
Making the NHS work for patients: new incentives?
Keywords: organization and administration,consumerparticipation, financial management This evening meeting in the series 'The Social Context of Medicine' to some extent complemented an earlier Open Section meeting, 'The Private Sector and the NHS: Allies or Enemies?' (October 1987 JRSM, p 654). It was chaired by Katharine Whitehorn.
Professor George Teeling Smith, of the Office of Health Economics, spoke first, outlining the fundamental philosophical problem posed by the financing of a health service. Traditionally, two methods offer themselves, either market economy or bureaucracy. The NHS has adopted the latter method, which means that it lacks the profit index as a measure of efficiency but also that hard work and creativity are not necessarily rewarded: nor, said Professor Smith, is consumer satisfaction the driving force behind the NHS.
He acknowledged that the NHS cannot run on market forces, since many of those most in need cannot pay. It was, however, possible, he said, to bring elements of a market system into a bureaucratic service, though it had taken the NHS 39 years to recognize the fact. He sketched two models that have been proposed. The first involves the GP sending 'money' (or its equivalent in vouchers) into the hospital with the patient; this avoids the anomaly of the hospital running out of funds and (in theory) leads to the more efficient hospitals prospering and expanding while the less efficient ones close. The second model proposes the use of unit managers holding money for their community to buy services as needed, sending patients to other districts if necessary.
The desirable consequences of either model should be (a) an end to national wage-bargaining in the health field, and (b) a degree of payment by results. There are, however, problems in setting up such models. The trades unions would object, since one of 
